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Abstract   
  
The focus of this paper is the importance of including persons living with dementia (PLWD) in 
qualitative research.  Both the barriers and ethical considerations that researchers face in this 
context are discussed. By highlighting the value of personhood, selected research methods and 
dementia research design are explored to advocate for and support the inclusion of PLWD in 
research. When ethical obstacles cause researchers to overlook vulnerable groups, such as 
PLWD, they are deprived of the autonomy and inclusive consideration they deserve. While 
existing literature has captured the beneficial and therapeutic effects of including PLWD in 
research, there is a marked absence in documenting people with dementia as a source of insight. 
Inclusive models for research are more ethically appropriate and offer a more functionally 
congruent framework for the research process. While methodological and ethical obstacles 
endure, considerations for adapting both methods and methodologies more suitable to dementia 
research should be considered. Qualitative nursing research of PLWD remains an undeservedly 
neglected source of insight into the experience of dementia and subsequent research that will 
influence and shape dementia care and policy.  
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_______________________________________________  
Dementia can be defined as a collection of conditions wherein cortical function is 
reduced, impeding cognitive skills like judgement, thinking and learning, and motor coordination 
(Dlugasch & Story, 2019). Often times, the cognitive decline of dementia is demonstrated by 
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people experiencing forgetfulness, memory impairment or changes in personhood. One of the 
largest existing barriers to researching PLWD has been the ethical and methodological 
challenges presented (Bond & Corner, 2001; Hellström et al., 2007; Hubbard et al., 2003; Novek 
& Wilkinson, 2019). These barriers are largely related to the belief that PLWD are highly 
vulnerable and are stigmatized as such. Inclusion has been obstructed by the understanding that 
PLWD are inherently unreliable because of their cognitive condition (Murphy et al., 2015). 
Many of the existing obstacles to research of PLWD are a consequence of the biomedical and 
positivist paradigms that much of health sciences research has been rooted in (Bond & Corner, 
2001; Hubbard et al., 2003). Many traditional methods of research are generally unsuitable for 
people with dementia (Dewing, 2002) and other covert stigmas of this vulnerable population 
contribute to much of their absence in qualitative research (Hellström et al., 2007; McKeown et 
al., 2010). This exclusionary stance contributes deindividuation to PLWD (Murphy et al., 2015). 
PLWD remain unjustly excluded from research which continues to extinguish their voice and 
usurp their dignity. The realms of health science research have an ethical obligation to propagate 
the understanding of people with dementia through research and maintaining their dignity 
(Heggestad et al., 2013). Although they can provide valuable insight, it has been recognized that 
people without dementia cannot accurately narrate the experience of PLWD (Cahill et al., 2012). 
In order for research to ethically elucidate the experience of PLWD, research must continue to be 
designed and carried out in a respectful, inclusive manner. As it is commonly nurses who work 
most closely with PLWD, there is promising opportunity for nursing research to illuminate 
PLWD as an indispensable source of insight. 
 
                                                                  
Background 
 
In the research setting, it is often falsely presumed that a person with limited cognitive 
capacity lacks the ability to partake in meaningful discussion that is reliable (Cahill & Diaz-
Ponce, 2011; Heggestad et al., 2013; Hellström et al., 2007). Researchers frequently utilize the 
Mini-Mental State Exam (MMSE) to test cognitive function, but incorrectly interpret a low score 
to suggest the person lacks potential to engage purposefully (Heggestad et al., 2013; Hellström et 
al., 2007; Warner et al., 2008). Although people with severe cognitive impairment often feel 
socially isolated (Cahill & Diaz-Ponce, 2011), in most cases they are capable and interested in 
expressing their thoughts and emotions (Cahill & Diaz-Ponce, 2011; Heggestad et al., 2013). A 
growing body of evidence demonstrates that including persons with dementia in research can 
have beneficial and therapeutic effects (Hellström et al., 2007). However, obtaining the consent 
of people with dementia has remained a contentious issue over time. It is important to note the 
difference between consent and assent, particularly in the context of research of those with 
cognitive impairment. For a person to grant consent they must be fully informed, where assent 
requires an ongoing demonstration of a will to participate from someone which consent cannot 
be granted (Murphy et al., 2015). Qualitative research of PLWD warrants a less traditional 
approach to consent. There is a need to transition from a “one size fits all” (Dewing, 2002) 
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exclusion focused model towards a more inclusive model that evaluates capacity within the 
specific context. Owing to the fact the PLWD have reduced cognitive capacity, they are 
subsequently increasingly dependent those around them. This vulnerability necessitates the need 
to assess capacity for consent situationally and acknowledge the specifics of what is being asked 
of that person in that particular context. Decisional capacity, the ability to make decisions, can be 
deconstructed into four main groups which include capacity to: understand, appreciate, reason 
and choose (Cacchione, 2011). In the context of dementia, the literature is divided regarding 
capacity.  Research demonstrates some PLWD lose most capacity with progression of the 
disease, while some individuals preserve their ability to reason and choose (Cacchione, 2011). 
Interestingly, in the context of qualitative research, people with dementia retain more capacity to 
understand and express their feelings and emotions, compared to their power of recall with 
numbers, dates or facts (Hubbard et al., 2003). Consent is also more widely accepted as a 
condition that requires continuous revisiting and verification, rather than a one-time event 
(Batchelor-Aselage et al., 2014). Process consent requires authentic efforts to confirm and 
monitor consent throughout the research process, which is more appropriate for PLWD (Dewing, 
2008). Through ethical prioritization of process consent, both parties can co-design a space and 
structure of research that allows for the formation of a meaningful relationship and strong 
rapport. By understanding the person with dementia, the researcher can more accurately interpret 
their words and actions and assess their willingness to continue their participation (Murphy et al., 
2015). This conceptualization of ‘process consent’ or ‘ethics as process’ provides a more ethical 
and functionally congruent framework for dementia research (Heggestad et al., 2013; Hellström 
et al., 2007; McKeown et al., 2010). Ultimately, consent remains the responsibility of the 
researcher, and in this setting, a closer and more cohesive partnership with the participant is 
needed to better establish process consent models in qualitative research (McKeown et al., 2010). 
A lack of adequate methodologies for inclusionary consent and person-centred research denotes 
a gap in the literature (McKeown et al., 2010). Contemporary literature might capture different 
perspectives surrounding the research of PLWD, and it is important that this research continue. 
However, when discussing the gaps of qualitative nursing research of PLWD, a significant 
number of classical references, though dated, remain extremely relevant and include Le Navenec 
& Vonhof, 1996 and Dewing, 2002.  
 
 
Gatekeepers and Proxies: Is there any autonomy out there? 
 
When a person with dementia is deemed incapable of providing consent, conventional 
standards turn to proxy consent. Dewing (2002) argued that obtaining informed consent by proxy 
was insufficient on a moral basis and deprived the research of person-centred values. She also 
emphasized how proxies can devastate the “moral-space” that should be used to include research 
participants in a meaningful way, by subverting the focus and value of the participant. Gaining 
more critical review in recent years, proxy consent is highlighted for its attention being placed on 
the wrong person (Hellström et al., 2007). Furthermore, a proxy may also play the role of a 
gatekeeper and may impede the research process by operating as a barrier to recruitment, consent 
or data collection. Although the intended function of a proxy is protection of the research 
participant, gatekeeping of persons with dementia has been shown to further degrade their 
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dignity by incorrectly representing their wishes (Novek & Wilkinson, 2019). Although intended 
for safety, when research of PLWD incorporates a trusted, “non-affected” person as a gatekeeper 
with the ability to veto certain research questions, this additional ethical layer that was ultimately 
found to be exclusionary of PLWD (Hellström et al., 2007). The practice of obtaining proxy 
judgement, whereby the proxy chooses what they believe the participant would have, is often 
challenging for decision makers, if making conclusions about their loved ones (Cacchione, 
2011). With gatekeepers and proxies continually influencing the direction of research outcomes 
by having the power to overrule decisions, PLWD have much of their autonomy compromised 
(Holm, 2001). In addition to traditional models of consent, the principles of autonomy and 
beneficence, doing good, warrant custom application to research of persons with dementia 




Morals and Methods: The person-centred approach 
 
Qualitative research of PLWD calls for a considerate approach to language. While the 
absence of an explicit diagnosis may hinder some dementia research (Cubit, 2010), the formal 
discussion of the diagnosis during interviews may do more harm than good (Heggestad et al., 
2013; Novek & Wilkinson, 2019). Discussing the diagnosis of dementia has been “morally 
problematic” as traditional frameworks would deem it necessary for consent, even though this 
may cause distress for the participant if they are unaware of their diagnosis (Heggestad et al., 
2013). Qualitative research of PLWD, vulnerable as they are, necessitates a person-first or 
person-centred research approach (Dewing, 2002; Heggestad et al., 2013; Hellström et al., 2007; 
Novek & Wilkinson, 2019). The philosophical construction of dementia research must support 
personhood (Dewing, 2002) so that research can occur within a safe space, intentionally 
designed by the researcher to foster trust, comfort and kindness (Hellström et al., 2007). A 
significant consideration in understanding the personhood of PLWD is gaining insight into their 
subjective experience through research (O’ Connor et al., 2007). Gaining understanding into the 
experience of PLWD is valuable in both early stages of dementia, and the advanced stages. Gaps 
in the literature exist requiring more longitudinal investigations into the experience of PLWD as 
their disease progresses (O’ Connor et al., 2007). Person-centred research also calls to focus the 
relationship between researcher and participant, which can hold significant influence on the 
trajectory of the research, and the participants themselves (Hellström et al., 2007). In interviews 
that may not have firmly established relationship as priority, participants with dementia felt 
pressure, as if the interview was a test (McKeown et al., 2010). Cultivating this safe space then 
gives PLWD the power that they may inherently lack because of their vulnerability. When they 
explored ethnographic accounts of persons with dementia using two different methods, Hubbard 
et al. (2003) found that interviews provided valuable information on how persons with dementia 
understood and made sense of their lives, while observation exhibited the complexities of their 
surroundings and how they related to the rest of society. Decisions about the research process, 
including the contextual details of when and where the interview occurs, can be consequential, 
thus, these decisions should be greatly influenced by the participant (Hubbard et al., 2003; 
McKeown et al., 2010; Novek & Wilkinson, 2019). In order to maintain the dignity of PLWD, 
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the focus on personhood must encompass the whole person; past and present (Dewing, 2002). 
Furthermore, the life-course trajectory of PLWD is not exclusively coordinated by their 
neuropathology, but rather their personhood is strongly influenced by opportunities to remain 
socially integrated over the course of their life (O’ Connor et al., 2007). Researchers have an 
ethical obligation in order preserve personhood, broaden our understanding of PLWD, and 
inform future dementia-care and policy (O’ Connor et al., 2007). 
 
 
Dementia and Design  
 
While ethical and methodological limitations exist, strategies for improvement have been 
identified in the literature. Utilizing methods outside of the MMSE that are more appropriate for 
estimating capacity can allow for a more accurate reflection of a person’s potential and avoid 
judgement from researchers (Murphy et al., 2015). In order for research to reliably reflect the 
voices of PLWD, the process of obtaining consent should be described in detail, and more 
inclusion of persons living with advanced dementia is essential (Murphy et al., 2015). More 
consistent processes could be achieved by implementing researcher training on verbal and non-
verbal communication and language of persons with dementia (Hubbard et al., 2003). 
Additionally, researcher training should include education on the complexities of consent, and 
the need to prioritize building rapport and relationship with PLWD (Murphy et al., 2015). 
Researchers should ensure they are spending time with PLWD prior to the interviewing stage, to 
ensure they can recognize the persons comfort level, and if they are ready or reluctant to 
participate (Hellström et al., 2007). Research findings from individuals or combined accounts 
must be explicitly communicated, to ensure that results are not obscured with accounts from the 
proxies of PLWD (Murphy et al., 2015). While these accounts are beneficial and contribute to 
uncovering rich narratives of PLWD, findings should be categorized appropriately (Cahill et al., 
2012). Research committees should also pursue and endorse methods that aid in recognizing and 
reacting to distress in this population (Dewing, 2002; Miller & Boulton, 2007). A need remains 
to explore and document the ethical challenges encountered when researching PLWD, in order to 
produce more knowledge, minimize stigma and create space for more transparency (Heggestad 
et al., 2013). To help address this gap, research should continue to discover the views of persons 
with dementia, but also those of other minority groups (Novek & Wilkinson, 2019). 
 
 
An Ethical Imperative 
 
In the context of qualitative research in dementia, the projected shift from should we to 
how can we remains an evolving goal. While methodological and ethical obstacles endure, 
considerations for adapting both methods and methodologies more suitable to research of PLWD 
should be considered. A transition away from the biomedical lens on dementia towards a more 
holistic view will allow research to capture the historically diminished perceptions of PLWD 
(Murphy et al, 2015). Yet, research and the subsequent policies it shapes can only be truly 
holistic if it accurately reflects the needs and experience of this population (Murphy et al., 2015). 
In order to improve clinical outcomes of PLWD, researchers must pursue the stories of these 
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individuals directly (Cacchione, 2011). PLWD constitutes a minority group with a uniquely 
significant view and understanding of the world around them. They must be treated with 
compassion and respect for their personhood, especially in the realms of research (O’ Connor et 
al., 2007). Qualitative research of PLWD can help produce a deeper understanding that reduces 
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